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Hemophilia and Von Willebrand Disease

Preventing and Controlling Complications Resulting From
Bleeding Disorders

What is the problem?

Bleeding disorders such as hemophilia, and
von Willebrand Disease (VWD) can lead to
spontaneous internal bleeding and bleeding
following injuries and surgery. Bleeding into
joints can cause crippling and chronic pain if
not appropriately treated with replacement
blood products to facilitate blood clot formation.

About 15% to 20% of people with hemophilia
develop an inhibitor that results in the body’s
resistance to treatment products used to treat
their bleeding disorder. Treatment for patients with inhibitors is extremely difficult and the cost of care
can skyrocket. Patients with inhibitors often experience increased joint disease and other
complications from bleeding that result in a reduced quality of life.

VWD is an under-diagnosed blood disorder in which the blood does not clot properly.

Current data estimate that as many as 1 percent of women in the United States may have a bleeding
disorder, and many are unaware of their condition.

Women with heavy menstrual bleeding (menorrhagia) and/or VWD are at increased risk for anemia,
pain during menstruation, hospitalizations, blood transfusions, limitations in daily activities, time lost
from work or school, and a reduced quality of life.

What do we know?

learn more: www.cdc.gov/nchddd ¢ 1.800.cdc.info +1.800.232.4626

Hemophilia affects 1 in 5,000 male births. About 400 babies are born with hemophilia each year.
Currently, about 20,000 males in the United States have hemophilia.

About half of those affected by hemophilia have the severe form. Hemophilia affects people from all
racial and ethnic groups.

People with hemophilia who develop an inhibitor are twice as likely to be hospitalized for a bleeding
complication.
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VWD is the most common bleeding disorder, found in up to 1% of the U.S. population. This means that
1.4 million (or about 1 in every 100) people in the United States have the disease. Although VWD
occurs among men and women equally, women are more likely to notice the symptoms because of
heavy or abnormal bleeding during their menstrual periods and after childbirth.

Although there is no cure for VWD, treatment can control symptoms and help people avoid problems.

Most people who have VWD are born with it. It is almost always inherited, passed down from either the
mother or the father, or both, to the child.

What can we do?

Continue to support education and outreach activities to prevent secondary conditions in people with
bleeding disorders by improving their access to public health programs and implementing effective
health promotion and wellness programs.

Enhance laboratory research capacity in the community by providing collaborating investigators with
services such as subject matter expertise, technical support, and laboratory analysis.

Increase provider and patient education and awareness of the clinical benefit of routine inhibitor
screening.

Increase public health research of bleeding disorders outcomes and risks for complications such as
joint disease, and inhibitor development to improve care and prevention of morbidity.

Begin tracking for inhibitor development and associated morbidity.

Continue tracking patients with bleeding disorders to better understand bleeding disorders and their
complications.

Assess women’s awareness and knowledge of bleeding disorders and assess OB/GYN knowledge and
practice related to bleeding disorders.

; Age of Hemophilia Diagnosis
Accom P lishments Among Children Less than 2 Years of Age
Created and made available for public use on CDC’s website, Prenatal 2.8%
CHAMP (CDC Hemophilia A Mutation Project) a database of 12-24 months 4.7% 4§
more than 2000 unique hemophilia mutations reported 7-12 months '-less tha}?
worldwide. Knowing the mutation a person with hemophilia 7.1% mons
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1-6 months

has is important for genetic testing of family members and may ot

help in predicting how likely a person is to develop an inhibitor
and, in the future, predict what treatments might work better
for different mutations.

Presented information on women and bleeding disorders such
as VWD as part of CDC’s Expert Video Commentary Series.
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Developed “Introduction to Hemophilia Care” an online course that promotes a family-centered
approach in the diagnosis, assessment and management of hemophilia and addresses potential
complications from hemophilia and its treatment. The course is available on our website, is free of
charge and provides NCE/CEU credit.

Developed a dataset of normal joint range of motion (ROM) measurements. The dataset can be used
by researchers in comparison studies and to study patterns of joint ROM changes in patient populations
with chronic joint disease due to other disorders such as rheumatoid arthritis.

Working with the Hemophilia Federation of America, highlighting physical activities and dietary meal
plans based on age, weight, and medical complications secondary to hemophilia which are
components of the FitFactor: Strength, Flexibility, and Wellness programeé?.

Working with the National Hemophilia Foundation, launched the Steps for Living Website#, a one-stop
resource for information on bleeding disorders for kids, adolescents, parents and health educators to
promote healthy living for the whole family.

Completed formative research, product development, and message testing to identify materials and
messages that will help children and adolescents with hemophilia maintain or improve their health as
they become more independent and move toward adulthood. This research resulted in the production
of two videos for children with hemophilia focused on disclosure and safe sports.

Did you know?

For the one-third of babies born with hemophilia in families with no known history of hemophilia,
the diagnosis is made when an unusual bleeding event occurs. The most common sites of
bleeding are the circumcision site and the head.

Over 27,000 individuals have participated in our Universal Data Collection (UDC) system,
providing information and blood specimens that are used to measure rates of complications of
bleeding disorders, identify issues that require further research, and investigate new blood-
borne threats.

Youth with hemophilia are just as likely as youth among the general population to be
overweight. However, they are more likely to have decreased joint mobility than those who are
not.

Looking to the future
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Increase the focus on preventing and controlling complications resulting from bleeding disorders.
Conduct pilot tracking projects among patients receiving care outside of the federally funded hemophilia
treatment centers to better understand public health needs and gaps of all patients with bleeding
disorders.

Continue analysis of tracking data collected through the Universal Data Collection (UDC) program.
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Continue to build upon the data that has been collected through the UDC and expand and improve
bleeding disorders tracking to include tracking of current and emerging issues such as aging, inhibitor
development.

Conduct an epidemiologic research study to better understand the risks and implications of
cardiovascular disease among persons with hemophilia.

Conduct research to better understand development and prevention of joint disease among persons
with hemophilia.

Host a panel of experts to develop recommendations for screening practices for inhibitor development
in people with hemophilia.

Increase provider and patient awareness of the clinical benefit of routine inhibitor screening.

Publish findings from the Harris Interactive internet survey that assessed women'’s level of knowledge
about bleeding disorders.

Publish findings from the formative research and message testing that was conducted to identify
transition materials and messages needed by the hemophilia community.

Featured Video
View "A Look at Hemophilia" Video
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